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  Abstract 
 
Purpose:  A qualitative study was conducted in Brisbane, Queensland to explore the 
lived experiences of sixteen older carers who each provide care for a family member with 
chronic mental illness.  The purpose of the study was to provide insight into the lived 
experiences of these carers and their perceptions of how caring for a mentally ill family 
member has affected their sense of well-being. 
 
Methodology:  Semi-structured in-depth interviews were conducted with each participant.   
 
Findings:  Many carers perceived that their experiences of caring for a mentally-ill 
family member have had a significant impact upon their physical and emotional well-
being, and most felt that they had lost control of their lives and often, their home 
environment as well.  The findings suggest that many of the participants experience 
physical abuse, verbal abuse, depression, failing health and social isolation.  
 
Recommendations: A case management strategy, inclusive of risk management 
processes, is suggested as one means of supporting this vulnerable group of carers. 
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Introduction 
 
One implication of our ageing population is an increased focus on supporting family 
care-givers, who are providing care for dependent elderly relatives. Traditionally, adult 
children have been recognised as the care-givers and ageing parents as the care-recipients 
(Brody, 1985).   However, more and more care-givers are themselves older persons, and 
these care-givers not only have to deal with their caring responsibilities, but they also,  
have to “deal with their own increased risk of age associated health problems” (McGarry 
& Arthur, 2001, p. 182).   A closer examination of this growing population of ageing 
care-givers, indicates that many are caring for a family member, (adult child, spouse or 
elderly parent) who has a chronic mental illness.  Moreover, some of these older carers 
are living in high-risk situations where they have to contend with the unpredictable and 
often aggressive nature of severe mental illness (Cook, 2000; Vaddadi, Gilleard & Fryer, 
2002).  Yet it has been found that little has been done to address the problems 
experienced by older care-givers of people with mental illness (Hatfield & Lefley, 2000).   
 
A review of the literature in the area of mental illness indicates there is a gap in 
knowledge about the lived experiences of older carers of people with chronic mental 
illness, and about the impact this late-life caring is having upon these carers’ physical, 
psychological and social well-being (Cook, 2000; Greenberg, Seltzer & Greenley, 1993).  
Indeed, Cook (2000) also argues that these older carers may experience a unique set of 
issues and problems compared with those faced by younger carers.   
 
Similarly, several years earlier, Terkelsen (1987) suggested that the impact of mental 
illness means different things for people of different ages.  However, whilst Terkelsen 
discusses at length the impact of a mental illness diagnosis upon family members in 
general, little is mentioned about the long-term impact upon older carers who are still 
caring for their mentally ill family members.  What is more,  over a decade later, it 
appears that little progress has been made in this area of research, with Hatfield & Lefley 
(2000) reporting that “only a few efforts have been made to address the problems of older 
care-givers of relatives disabled by mental illnesses” (p. 103). 
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The purpose of this paper is therefore to make a contribution towards addressing these 
gaps in knowledge about older carers who provide care for a mentally ill family member.  
The paper provides some insight into the lived experiences and perceived well-being of 
sixteen older carers who recently participated in a qualitative study in Queensland, 
Australia. 
 
METHODOLOGY 
 
Design 
Purposive sampling strategies were used to locate carers of a family member with a 
mental illness. Using these sampling strategies, participants were recruited with the 
assistance of two organisations whose clientele include carers of people with mental 
illnesses.  This method of sampling is used for selecting particular types of cases for in-
depth interviewing (Neuman, 1997).  By using these sampling strategies, the participants 
are essentially chosen for their expertise, thus ensuring a richness of information is 
gathered (Patton, 1990; Morse, 1994). 
 
 Recruitment 
The researcher prepared the participant invitations and letters of introduction and these 
were distributed by two organisations to their clients over the age of 60.     The topics to 
be canvassed and the participants’ rights to confidentiality were included in the letters of 
introduction and interested participants were requested to make contact with the 
researcher. The organisations were not involved in this process at all.   Following such 
contact, arrangements were made to meet with each of these people on an individual 
basis. 
 
Participants 
Sixteen long-term carers expressed interest in participating in the project.  One 
participant was in her late 50s and the other participants were aged between 60 and 89.  
Just over half the participants no longer lived with the person with a mental illness, 
although they engaged in regular overseeing care.  Three of this latter group of carers 
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had, until recently, been caring full-time for the person in their family home and two 
continued to maintain a high level of supervision and involvement in their care.   
 
One carer had her daughter residing with her for three to four days every fortnight and 
during holidays.  The remaining carers cared full-time in their own homes for the person 
with a mental illness.  Five participants were sole carers who shared their home with only 
the person with a mental disorder. 
 
A number of carers occupied more than one caring role, such as parental carer and spouse 
carer.  One participant, over her lifetime of caring occupied three roles: offspring, spouse 
and parental carer. 
 
Interview Procedure 
Each interview was audio-taped with the participant’s permission and later transcribed.  
Also, throughout the interviewing process, the investigator recorded hand-written notes.  
Each interview was set for approximately two hours.  However, some interviews 
extended well beyond this timeframe. Following each interview, a journal which 
comprised personal and analytical logs was completed. These entries became an integral 
part not only of the data collection phase, but also of the analytical phase of the study.   
 
To obtain insight into the lived experience, the investigator acted as a facilitator, allowing 
participants to tell their stories rather than be directed by narrowly focused questions. The 
interviews focused around the broad topics of:   
 their experiences of long-term caring 
 their perceptions of the changes in the caring role over time 
 their perceptions of future for self and family members 
 their perceptions of the availability and utility of support measures 
 their views on satisfying lifestyle for self and family members 
 their views on requirements to bring about such a lifestyle and  
 other issues participants considered relevant. 
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Analysis 
Data analysis followed an inductive process, and relied on constant comparative method 
as outlined by Glaser and Strauss (1967).  Through a process involving coding and 
developing categories, themes were identified which highlighted the main phenomenon 
of the study.  Once the unit of analysis was identified, each of the phrases was recorded 
on a separate index card.  Using content analysis and constant comparison, the key 
themes emerged.    
 
This paper, however, will focus only on one of these themes:  the physical and emotional 
well-being of older carers.   In effect, it will explore how the lived experiences of these 
carers impact upon their perceived sense of well-being. 
 
FINDINGS 
 
The findings of this study suggest that in terms of the lived experience, the burden of 
caring for a mentally ill family member as revealed by the participating older carers is 
very substantial. Both the unpredictability and pervasive impact of this type of illness 
places an extraordinary burden upon them.  Many carers perceived that their experiences 
of caring for a mentally ill family member have had a significant impact upon their 
physical and emotional well-being.  
 
Many carers were caught in an unpredictable cycle of care-giving, which may oscillate 
from days of relative normality to days of complete upheaval where the carer has to cope 
with behavioural problems such as aggression, violence, paranoid behaviour, 
hallucinations, manic swings, threats and manipulation, as well as accommodate their 
own stress-related problems.   
 
Critical physical and emotional well-being issues have been identified in the content of 
the interviews. 
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Physical well-being 
 
Perceived impact upon physical  health  
Many participants experienced multiple health problems.  These included heart 
conditions, arthritis, elevated blood pressure, irritable bowel syndrome, osteoporosis, 
poor hearing, poor vision, and three spoke of their fight with cancer.  Yet most did not 
attribute their health problems directly to the stress of their caring.  On the other hand, 
some participants did perceive that their immediate health problems were directly related 
to the stresses of caring for their mentally ill family member. Significantly, these carers 
were all residing alone with their mentally ill family member. The stressful experiences 
mentioned by these participants ranged from managing erratic behaviour at home to 
involvement with police.    Some participants believe that this stress has manifested as 
conditions such as high blood pressure, migraines, reflux and vomiting. 
 
A carer in her mid 70s believed that her physical health problems were directly related to 
the stress of caring for her mentally ill son, who experienced erratic behaviour swings: 
 
“Well you panic underneath and my blood pressure’s very high.  I’m on blood 
pressure tablets.  The doctor can see every time that ‘Jack’ is having an attack 
now, she can see my blood pressure goes up”. 
 
Another carer told of her reaction following news of her son’s recent involvement with 
police: 
“I couldn’t sleep, I was worried.  I had a terrible migraine and I was vomiting 
and all the rest…I’ve gone back to the reflux, the anxiety symptoms have hit 
me” 
 
Sleep deprivation 
The findings show that some carers who reside with their mentally ill family member, 
have to contend with sleep deprivation because of irregular sleeping and eating patterns 
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associated with the person’s mental illness.  One carer’s husband spoke of his wife’s 
night-time experiences: 
“Tina grazes all day…and the kitchen’s right next to our bedroom door…so 
she has to come past us… Mary’s (wife) awake straight away” 
 
Another carer also regularly experiences sleep disturbances because her mentally ill 
relative (who has a phone in her room), phones her throughout the night: 
“…last night she rang so many times…I don’t remember taking the phone off 
the hook” 
 
While removing the phone from its hook remedies the immediate situation, this carer is 
reluctant to do this often: 
“I don’t like to take the phone off the hook too much, in case of emergency” 
 
Potentially severe accidents to carers with existing physical impairments  
For one carer, her advanced age and declining physical abilities placed her in a 
dangerous, high-risk situation.  This carer’s mobility and agility were slow and her vision 
was severely impaired.  Quite understandably, this carer believes that these factors make 
her vulnerable to the violent behaviours of her mentally ill family member.  She spoke of 
being hospitalised as a result of being unable to avoid being hurt by her mentally ill adult 
child, who had pushed her over in her home just days prior to her participation in this 
study: 
 “I hit my head and lay unconscious for at least 10 minutes” 
 
Emotional well-being 
 
While physical health issues were experienced by most participants, mental or emotional 
health issues were also common throughout the narratives.  Many participants spoke of 
their personal battles fighting depression and most were either still taking antidepressants 
or had earlier been prescribed antidepressants.  Words such as “death, die, dying, dead 
and kill” were noted in many of the narratives. The contexts of these words varied.  
 
Sometimes carers used these words to describe how they feel.  Other times, they are used 
in the context of their mentally ill family member.  However, irrespective of the contexts, 
carers who used these words either admitted they suffered from depression or their 
demeanour reflected this state of being.    
 
Depression 
One carer had fought depression for many, many years. Her whole demeanour was one 
of sadness and despair, and when asked if she felt symptoms of depression, she replied:  
“All the time, all the time…..what future do you have at 70?”    
 
For another carer, also aged in her 70s, the long-term caring for her mentally ill daughter 
has impacted heavily upon her emotional well-being: 
“Kate takes no notice of me.  No conversation. I’m desperate.  I want to move 
away.  While she’s here, it’s murder.  I wish she would die” 
 
Yet another carer, who lived alone with her mentally ill daughter, explained: 
“Emotionally I’m dead.  My life is sort of a shambles and I’m madly trying to 
fix it and I’m not getting anywhere, and I keep trying.  All the time, I keep 
trying.  I seem to be getting very, very depressed.  I don’t really want to take 
more anti-depressants you know” 
 
Another carer, when asked about contentment, responded: 
“Contented?  What does that mean?  I don’t think I’ve felt that for a very long 
time” 
 
A glimpse of the pervasive and negative impact of long-term caring for family members 
with mental illness is provided in the following remarks made by a carer in her 70s.  This 
carer has occupied the roles of sibling carer, spousal carer and parental carer of mentally 
ill family members:  
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“It’s just a slow death…..like giving a rat, rat poisoning.  A slow, slow death.  
Even though I’m away from it, there’s lots of things that have affected me.  I’ll 
never get over it and it’ll never leave my mind.  Not possible, not possible!” 
 
Suicidal tendency 
While many of the participants spoke of suicide attempts of the person they cared for, 
most expressed that they did not feel suicidal themselves.   When questioned about such 
feelings, one carer remarked: 
“….I’ve sometimes got to the stage where it would be nice not to wake up in 
the morning, but I haven’t actively contemplated suicide” 
 
Murderous predisposition 
Another sole carer explained:  
“… I get frightened that I might kill her.  Oh my God, I do think that 
sometimes, and I know I never will, but instead of thinking about killing her, I 
now….sometimes I think, why do I keep going? Why don’t I sort of……… 
Interviewer:  Commit suicide? 
Carer:  Yeah” 
 
These above-mentioned physical and emotional issues which are critical to the well-
being of each carer, are in turn affected by the perception of loss of control over one’s 
life and by the aggressive behaviour of their mentally ill family member.  
 
Perception of loss of control 
 
• Loss of control of one’s own life 
Loss of control was a common theme identified throughout all narratives described by the 
carers and seemed to be closely associated with the carers’ perceptions about their 
general sense of well-being.    Most participants described a repeated loss of control in 
their lives.  Fear of the unknown and feeling as though they are not in control of their 
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own lives, cause the carers considerable angst.  One participant commented that one of 
the worst things for her was: 
“…the fear of not being in control of your own life…..the fear of being out of 
control of your own life” 
 
Another comment made by one sole carer seems to capture the essence of what many 
participants described: 
“I had no life of my own”. 
 
A number of participants indicated their concern over not knowing the ‘right’ thing to do.  
This unknown element seems to give them feelings of not being in control of their 
situations.  One participant remarked that one of the worst things about her long-term 
caring has been: 
“…the difficulty of knowing what’s the right thing to do.  Should I have said 
that, should I have done this?”   
 
Another participant spoke of: 
“…fearing what’s going to happen next…not having some to back you up – to 
help you bear the load” 
 
• Loss of control in the home environment  
Participants who lived with their mentally ill family member spent much of their time at 
home.  However, even in their own home, their sense of feeling in control was often 
upset.  A number of carers complained about their family members’ smoking habits.  In 
one case where violence was commonplace within the home, the daughter’s habit of 
chain smoking marijuana at home was the most difficult issue to tolerate.  She was 
powerless to stop the smoking and had no means of escaping its pervasive odour: 
“The worst thing of living with Mary is the smell of cigarette smoke.  Mary 
smokes like a chimney.  The pot (marijuana) smells like cat pee” 
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Similarly another carer responded: 
“The cigarette smoking of course is the pain of my life and the ruination of my 
life” 
 
Impact of aggression 
All participants spoke about the problem behaviours exhibited by their family members 
who have a mental illness.  It is these behaviours which seem to represent the greatest 
burden and clearly affected their sense of well-being.   The most common disturbing 
behaviours described by these carers are: physical and verbal aggression, threats, 
destructive behaviour, emotional blackmail, manipulation, chain smoking, lack of 
motivation, poor personal hygiene, non-compliance with medications and hospitalisation, 
stealing, psychotic behaviour, loose moral behaviour, pyromania, destruction of property, 
suicide attempts, paranoia, hallucinations and drug addiction.  
 
While all of these behaviours caused the carers considerable stress, the experiences with 
drug addiction, violence and verbal aggression were behaviours which were repeatedly 
mentioned throughout the narratives (even though some had not experienced 
violence/drug addiction for some time).  Many participants became very upset as they 
told of their experiences, and an array of emotions was expressed during these interviews.  
The findings clearly suggest that these experiences have impacted heavily upon these 
carers. Some examples are provided: 
 
• Verbal aggression 
“[…person’s name] walking down the street outside, with his sister running 
behind him.  He’s threatening to kill people and she’s trying to keep him quiet.  
One day, someone is going to turn around and thump him one” 
 
“...one night I got scared and I started crying and then I remember he said 
“go on get, get” so when he said get, I took advantage of it.  I went into the 
other room and closed the door.  I wasn’t game to go until he told me to get” 
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“[…person’s name] is violent, very violent verbally.  Fortunately we haven’t 
had to suffer physical….” 
                                                                                                                                 
While many participants made comments about having to live with or deal with the 
verbal aggression exhibited by their relative with mental illness, some of these carers 
seemed almost ‘immune’ to this type of behaviour and had learned over time to ignore it 
as best they could.  However, this was not the case for all participants.  For one spouse 
carer, years of verbal abuse from her mentally ill husband, who refused to receive 
treatment, has left her emotionally distraught: 
I just can’t take it.  If anyone tries to talk to me harshly, I just can’t take it.  
I’ve had it.  That’s why I had to get away from him.  I just couldn’t take it 
anymore” 
 
• Physical aggression 
Many participants described at great length, their experiences of aggressive behaviour 
exhibited by their mentally-ill family members.  Some incidents occurred very recently 
while others told of events which occurred a few years earlier.  However, all experiences 
appear to have impacted heavily upon these carers’ sense of well-being and some are still 
struggling with the possibility that these incidents may occur at any time in the future.   
Examples of some of the ‘aggressive’ situations these carers have experienced are 
provided:  
 “One day I said wash the car. I came out and he just lost it; …picked up a 
broom and smashed the car.  Another day he threw rocks at the window at 
me” 
 
“It was the worst nightmare….the police arrived; […person] panicked and 
goes to get the knife in his pocket, because he was paranoid.    It’s just scary.  
Scary stuff” 
 
“I stayed on my own in [location] with no neighbours - with him.  It wasn’t 
very good.  I don’t scare easily.  I mean he held a knife to my throat one day” 
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• Drug abuse 
The cocktail of mental illness and drug addiction was clearly a devastating problem for 
many of the carers at some stage of their caring and for a few it was a persisting problem.  
One carer aged in her late 70s, who resided with her mentally ill and drug addicted adult 
daughter described a recent experience: 
 
“She punched me in the face in the car, because I refused to give her the 
bottles….  I was quite dazed and bleeding…” 
 
DISCUSSION 
 
The purpose of the study was to seek an understanding of the lived experiences of sixteen 
older people who are caring for family members with chronic mental illness.  In 
gathering this information, the study sought to gain an understanding of how these carers 
perceived their well-being.    
 
The qualitative method used for this study resulted in a large amount of detailed 
information being produced.  However, as a small non-randomly selected sample was 
used, the findings cannot be generalised.  Nevertheless, they do contribute to the 
understanding of the lived experiences of older carers in our community who are 
providing such invaluable care to family members with chronic mental illness. 
 
Identified in the findings, were significant issues of well-being that relate specifically to 
the predisposition of health deterioration under intolerable levels of stress, brought on by 
the often typically erratic behaviour of the mentally ill family member.  Moreover, the 
findings indicate that the emotional disposition of the older carer is often one of deep 
depression, causing feelings of despair and a perceived loss of control of their lives and 
of their mentally ill family member.   These findings support research conducted by 
Lefley (1987, p. 1068) who found that “lifetime care-giving may be an excessive burden 
with the potential for grave risks to health, both psychological and physical” for ageing 
parents who care for a mentally ill son or daughter. 
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One of the critical findings was that the participants’ physical and emotional well-being 
was linked to the presence or absence of abuse. Verbal abuse was a very common finding 
across all narratives and physical abuse or fear of physical abuse, while not as common, 
was a major concern for some, particularly for those who resided alone with their 
mentally ill family member.  These findings support similar findings reported by Ayrres 
& Woodtli (2001) and Vaddadi, Gillerad & Fryer (2002) that ageing care-givers are at 
risk of verbal and physical abuse.  In their recent Melbourne study, Vaddadi et al (2002) 
report that “verbal and physical abuse are not infrequent problems facing family members 
caring for a relative with severe mental illness” (p. 149).  However, they point out that 
little has actually been written about abuse of the ageing family caregiver, and that there 
has been little acknowledgement in the past of this problem of abuse of older carers by 
their mentally ill family members.  Clearly this is an area which requires further 
investigation.   
 
Given the complex behavioural problems associated with mental illness, older carers of 
mentally ill family members clearly need to maintain adequate levels of health, stamina 
and agility, and they also need the ongoing support of others.  However, the vast majority 
of participants interviewed in this study were experiencing decreased mobility and 
agility, impaired vision and hearing as well as other health problems. Moreover, few had 
support from family, friends or members of the community.  As already mentioned, the 
majority of the participants were experiencing depression, most were anxious about the 
future and most were fearful of what might happen next.  In all, findings from these 
interviews indicated that many carers were indeed just ‘hanging on’, as they struggled to 
cope with the stress of their caring roles.   
 
Clearly, these older carers need varying types of support, depending on their particular 
circumstances.  A risk-based case management system could be a practical way of 
providing the specific needs these older carers need.   This would allow for not only 
individualised support, but also for the early identification of risk factors and potentially 
dangerous situations.  Once these risks are identified, effective strategies may be 
developed to help support and protect these older carers. 
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By introducing this type of case management support, in a timely fashion, it may be 
possible to prevent or minimise crises from occurring which otherwise may result in not 
one, but two people in a family requiring community support.  That is, if measures are 
not taken to support these older carers, the burden may become too heavy for them to 
continue, thus public resources may be required to accommodate and support both carer 
and care recipient. 
 
A final thought 
While all carers described different life stories and perceptions about their sense of well-
being,  the following excerpt from one of the sole carers’ narratives, sums up the general 
sense of  anguish which filtered through so many of the lived experiences shared by these 
older carers of severely mentally ill family members: 
 “I wish she’d die.  It’s a terrible thing to think but I do wish….She definitely 
brought down the quality of my life, down fifty percent, I reckon at least….terrible 
burden that I can’t shake off, it bears down on me”. 
 
Given that many of these carers, by the very nature of their advancing years, are 
vulnerable to the anti-social and aggressive behaviours of their mentally ill family 
members, proactive steps need to be taken to safeguard these carers’ well-being.  
 
A case management strategy inclusive of risk management processes could assist in this 
regard.    
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